Background: Some patients with advanced and progressive diseases express a desire to hasten death. Aim: This study evaluated the motivations of patients expressing such a desire in a country with prohibitive legislation on euthanasia and physician-assisted suicide. Design: A modified form of Grounded Theory was used. Setting/participants: Patients from the departments of palliative medicine in three hospitals in Germany were recruited when they had made a statement or request to hasten death. Participants were interviewed face to face. Recruitment was stopped with 12 participants because of data saturation. Results: Thematic analysis revealed three main motivational themes: self-determination, agony, and time. Expectations toward health professionals, attitudes toward death, and secureness related to the end of life were additional main themes emerging from the analysis.
What this paper adds?
• • The desire to hasten death is an extreme coping strategy for intrusive emotional and cognitive experiences, often related to anticipated images of agony and suffering in the dying process. • • Patients do not perceive their desire to hasten death and the provision of palliative care as mutually exclusive.
• • Patients wanted their caregivers to listen to and respect their wish to hasten death, and they did not expect the caregivers to understand this as an order to actually hasten their death.
Introduction
The diagnosis of a life-threatening disease such as cancer usually leads to the use of high-technology medicine, trying to cure the disease or at least slow down the progression as much as possible. In diseases where no cure is available yet (e.g. amyotrophic lateral sclerosis) or in those patients where treatment is not effective (e.g. recurrent cancer), the disease will progress to an advanced stage. For these patients, palliative care offers an option to control symptoms and preserve quality of life, making it possible for them to live their life as full as possible until the very end. Most patients with advanced progressive disease make good use of these options and try to come to terms with their reduced life expectancy. However, some patients in this situation express a desire to hasten death. Different reasons have been suggested for this desire, 1,2 and it seems clear that even though 10% of patients consider assisted suicide, only 1% of dying patients request it, and even where legal, only 0.1% receives and takes a lethal prescription. 3 There seems to be a wide range with some patients who just seem to accept impending death and wait until death occurs naturally without hastening, up to others who ask for assisted suicide or euthanasia at the other end. Research on this subject is not always clear, as different terms (e.g. wish for hastened death, desire for death statements, and desire for early death) are used in the literature. 1, 4 Euthanasia (killing on request) is not allowed in German law, as detailed in Article 216 of the penal code. According to the same article assistance or encouragement of suicide is not punishable. The German legislation on assisted suicide is more liberal than that for Switzerland, where assisted suicide is a crime if and only if the motive is selfish according to Article 115 of the Swiss penal code. Physicians participating in physician-assisted suicide may be penalized by civil law. The German Medical Association has specified in their 2013 revision of the guideline regulations on specialty training that physicians are not allowed to perform euthanasia or assist with suicide. 5 However, the 17 state chambers of physicians, with whom the legal authority rests, have transferred this paragraph in their regulations with different terminology, in some federal states changing or omitting this sentence. 6 In the European neighborhood, Switzerland offers an option for assisted suicide, and several right-to-die organizations are active in Switzerland. Only Dignitas, EX International, and more recently LifeCircle also assist nonresidents with suicide. 7 Hastening death is per definition not part of palliative care. Palliative care affirms life and regards dying as a normal process, it intends neither to hasten nor postpone death. 8, 9 Thus, a patient wishing to hasten death presents a huge challenge to palliative care professionals. This may be a burden to the relationship between care team, patient, and family and will require extensive communication with the patient and within the team and discussion of the underlying legal, philosophical, and ethical issues. 6 In order to inform this discussion, we investigated the reasons and motivations of patients expressing a desire to hasten death in Germany. The focus was placed on the relationship between patient and team, asking specifically what patients expected from the health-care professionals when they expressed a desire to hasten death in a country with prohibitive legislation on euthanasia and physicianassisted suicide.
Methods
Potential participants were recruited from the departments of palliative medicine in three hospitals in Germany (University Hospital Aachen, University Hospital Cologne, and Malteser Hospital Bonn). Inpatients were recruited when they had made a statement or request to hasten death such as: "Please Doctor, give me some pills to stop waking up tomorrow!" or similar. Participants had to have an advanced incurable disease, aged over 18 years old, mentally not impaired, and were asked for informed consent. The study was approved by the Ethics Committees at all three institutions.
The method for this qualitative study was a modified form of Grounded Theory. 10, 11 The main modification was the omission of theoretical sampling, as the number of patients with a wish for hastened death was small, and no larger pool of study candidates was available. The methodology and the modification have been described in detail elsewhere. 12 A half-structured interview guideline was adopted, which allowed us to deepen the interview with specific topics. The interviews were held face to face and were audio taped. The aim was to explore the subjective world of experience of patients to better understand the wish to hasten death. Expectations toward the medical care providers were a second focus of the interview guideline. Sample size was determined by the concept of saturation. Interview partners were recruited until the point was reached at which information began to be repetitive with each additional subject. We stopped recruitment at 12 participants because of data saturation. The duration of the interviews depended on individual general condition and ability to cope.
Patients completed the Hospital Anxiety and Depression Scale (HADS) 13, 14 and the Mini Mental Status Examination (MMSE) 15, 16 before the interview. Demographic and clinical data were collected with the Hospice and Palliative Care Evaluation (HOPE), 17, 18 which is part of the clinical standard documentation of the three participating services.
Data analysis
All interview transcriptions were analyzed by two female researchers (M.P. and S.S., both trained psychologists), both were supervised by a researcher group which included an ethicist, a palliative care physician, a psychologist, a sociologist, and a theologian. Both researchers were experienced in palliative care research using qualitative analysis and had not established a relationship with the study participants prior to the interview.
The constant comparison method was used to identify themes in the interview data. 19 The software program MaxQDA was used for coding (grounded coding) and memorizing significant statements. The upcoming hypothesis and theoretical assumptions were differentiated, expanded, and revised with the data from subsequent interviews as long as no saturation of information was reached. As theoretical sampling was not possible, analysis of interviews from two outpatients, two patients with noncancer diseases, and two patients from the other study sites were performed last to check for confirmation of the information gained in the first set of interviews in these different settings as a substitute for theoretical sampling. 12 A detailed report of the coding procedure as well as of methodological challenges and adaptations has been published previously. 12 Selected data have also been published in a German review for continuous medical education. 20 
Results

Participants
Throughout the 26 months of the recruitment period (from January 2007 to March 2009) desire to hasten death statements were reported from 40 patients (from an estimated total of 1200 patients treated in this period in the three participating palliative care centers). Eight patients were excluded because of low cognitive function, low ability to cope with distress, or linguistic problems; 12 patients refused to participate; and another 8 patients were not included because of sudden death or organizational problems. 12 Some patients did not meet the inclusion criteria, and others did not provide informed consent. Face-to-face interviews were performed in the palliative care units with 12 patients (10 inpatients and 2 outpatients). Participants included 5 women and 7 men with a mean age of 62 years (standard deviation (SD) = 12 years, range = 38-78 years). Two patients had chronic obstructive gastrointestinal syndrome with polyneuropathy and had been admitted to the palliative care unit for pain treatment. The other patients suffered from advanced cancer with a limited prognosis. Six patients were single, and six were married and had adult children. The mean duration of the interviews was 37 min (SD = 10 min, range = 23-51 min). The mean perception of distress during the interview was 2 on a numerical rating scale from 0 = no distress to 10 = maximum distress (range = 0-6). Even if patients reported a higher distress level, they emphasized that it was good to speak. As an example a patient reported, "yes, even though I have cried now, it was good to talk, yes at some moments it was releasing."
Assessment scores
Mean performance status (Eastern Cooperative Oncology Group (ECOG)) was 3, corresponding to being capable of only limited self-care and being confined to bed or chair for more than 50% of the waking hours. The mean result of the MMSE was 29 (SD = 2, range = 25-30). The HADS mean anxiety score was 6.5 (SD = 5, range = 1-15) and the depression score 10.5 (SD = 6, range = 2-19).
Overview
Patients provided a wide range of descriptions of life and illness. Strategies in coping, decision making, and the persistence of the desire to hasten death varied widely. Patients reported about their way of living, and provided information on coping strategies, decision making style in good and bad times, or managing responsibility. In several cases, although not in all, this provided explanations for the desire to hasten death as a consequence of their former lifestyle.
All patients knew that measures to hasten death such as physician-assisted suicide or euthanasia are not legal in Germany. One patient reported to be displeased about this.
One patient went to Switzerland to receive assisted suicide assisted by the right-to-die organization Dignitas several weeks after his discharge from the palliative care unit. Nine patients discussed pros and cons and were able to accept the limitations of the legal situation in Germany at the same time.
The interviews provided a rich visual imagery of the experience of time and agony. Interestingly, all interviews were dominated by the use of expressive language and of superlatives. Nearly, all patients described very vivid pictures about anticipated situations which they tried to avoid. Patients told us that this was their first opportunity to speak about their thoughts.
Patients reported that they wanted their thoughts to be explored with respect to their feelings in the context of death and dying. The most important aspect was that physicians were asked to give affection, trust, and communicate about patients' ideas and perceptions in an atmosphere of respect.
Thematic analysis ( Figure 1 ) revealed three main motivational themes (self-determination, agony and time) that led to the emerging core category of time. Attitudes toward death and secureness related to end of life were other main themes that seemed less relevant for the core category and the generation of theory. Expectations toward medical care providers emerged as a separate theme from the analysis, as this was a separate focus of the interview guideline.
Self-determination
The main codes related to the theme self-determination were responsibility, changes in life, and support by relatives or resources. The theme self-determination seemed to be essentially characterized by the wish for control over the situation in which patients found themselves. The progress of the disease with death at the end was described as leading to a forced choice. Patients felt that a decision about the continuation or ending of their life would be too hard for others (relatives and caregivers) and that this decision would have to be done by themselves. Leaving their things in good order when they have died was important. Time was described as a chance for the patient to exclude some options how things could go on, this is meant as a responsible and preventive act:
They do not feel the agonies, but I do. Now it has come so far, that I am only lying here. You think. You think and think and you bring many things to mind and passing in revue I have come to a decision, yes, well … I am lying waiting for death. (P11)
The meaning of control is directly related to order as an antagonism to illness (= disorder). Illness is felt as heteronomy ("Fremdbestimmung") and chaos by unintended changes in life, changes of something that had been important for their way of living before the disease had struck.
They felt the loss of typical interests or activities or the need to submit long-and short-term personal goals to the disease:
Activities with friends not possible-and indeed activities outside or with the family, I would say, meanwhile completely passed away. (P7)
Patients addressed problems with the support from family members. They emphasized that the family members were providing care over a long period of time. This was described, on one hand, as a source for thankfulness; on the other hand, this aspect seemed to be a source of a guilty conscience and loss of self-esteem:
This is a bit of a vicious circle (Teufelskreis) ) Some wanted to avoid that their loved ones are going to get physically or psychologically ill through caring for them over time. Others feared to lose their self-esteem while they perceive the interaction with others as superimposed by images of not being the same person anymore:
I am not used to somebody helping me. This I feel is tantalizing, this is no life. (P8)
Agony
The most central aspect within the theme "agony" was the anticipation that at some point in time, one could not express his needs, wishes, or problems anymore because of apathy, strong weakness, or cognitive impairment:
… but really yes, to see a man, who only exists of pain, who maybe is cognitively impaired and isn't able to participate actively in life, this man, who only lies in bed, not noticing his surroundings … (P2)
Patients reported about bad and painful experiences throughout their illness trajectory, and as vivid as if it had happened, they anticipated a future state of being in agony and harm, described by a rich imagery and using extreme words (e.g. with superlatives such as perishing in the most horrendous condition). They reported concerns about loss of physical functions as related to prior activities. This was linked directly to self-determination and changes in life. They feared that they would experience starving and physical infirmity. Patients stated that their body had been telling them to hasten death. The ongoing as well as the anticipated loss of body functions in the future led them to the desire to hasten death. In this context, patients spoke about a prolonged dying process, merely vegetate, or lie idle.
Patients reported that they felt like dying now and that their bodies will rot away. Dying meant for the patients a process with extended borders. Some described their dying process as enduring since months: Others anticipated that it would take too much time to die, and therefore, it was expected to be horrible. All in all, they described images of a lingering illness and significant weakness, expecting an awful future ending with death.
Time
The perception of time was described as a struggle between time periods characterized as too fast or too slow and as too short or too long within the disease trajectory. In terms of the progression of the disease, this was expressed as all of a sudden everything was over, and there were long periods of suffering. Patients thought about their future as a long way in agony:
I knew that I have half a year at most, a year, not more. (P9)
All emerged themes were interwoven with expressions related to time, suggesting time as the emerging core category of the study. The aspect of self-determination was superimposed and influenced by the sense of time, which was, on one hand, passing too slowly, so that patients felt every minute, and it gave them much time to consider the situation, and on the other hand, time was restricted too much by the prognosis, which made them consider life as a time line with boundaries. Patients even reported the feeling that time was too long for their relatives:
And I would not want to go through this as a daughter (of a patient). Sit down every day and watch how somebody is running towards death, lying there and finally waiting to be released. (P7)
The aspect of agony was also interlaced with expressions related to time such as waiting and waiting, too often, extended, prolonged, so long, on and on, it should be over, limited, until the last moment, and from one second to another. One patient reported that he felt like being dead already. A physician had told him that he should have been dead for some months or years by now.
Looking back brought memories of special problems with symptoms or treatments as sequences in life. Patients reported about times of really bad pain or a specific point in time such as since then I couldn't walk anymore or from that point on I knew life time was limited.
Secureness related to end of life
The theme secureness related to end of life was sometimes described as a feeling of uncertainty, as not being able to decide or plan for one's own life:
Yes, and that is this uncertainty. You can plan nothing and, let me say, only on short notice, for very short distances. (P9)
Others described a feeling of safety while being treated in the specialist inpatient unit. Safety was also an issue when patients wanted to have the means for suicide available but for the future, not for right now. This would provide a sense of security when the disease burden is high: Patients not only thought about death and afterlife but also about dying, for example, describing that they wanted to die with dignity.
Expectations toward medical care providers
Patients explained that the intention to address their desire to hasten death to medical staff as their palliative care provider was associated with the need for security and the perception of competence in symptom control.
Patients reported feeling a lack of communication on their desire to hasten death, with the health professionals as well as with family members and friends. Expressing the desire to hasten death corresponded with their need to be apprehended and accepted. Patients' expectations toward the caregivers were to explore their ideas and perceptions and respect their experiences. They did not want staff to consider this ideation as a psychiatric problem but rather as part of a normal process in dying. The main helpful intervention for patients was for medical staff to listen: I just wanted to get rid of it. Patients did not expect medical staff to execute their request and end their lives:
And let us see, depending on whom you tell it some new alternatives will be presented. (P7) Some patients discussed the risks of suicide using prescribed medicines. They were able to discuss the disadvantages if substances or dosages were not judged accurately enough. They identified a need for expertise in this field to get a safe and controlled death without suffering: This is such an uncertain thing. And with such a toxic cocktail you are on the safe side, I would say. Then you know exactly, aha there it is, you can take it or have it given to you, you can decide all this in advance, in written and then the ordeal is shortened. (P7) At the same time, they discussed the risks for the caregiver-patient relationship and a potential loss of trust was admitted. As a consequence, one patient told us that he and his family members had to learn to die and that they needed support by talking about the individual dying process and how to say goodbye with medical staff.
Discussion
In this study, patients were asked about their biographies and their own understanding of their wish to hasten death, resulting in rich information about patients' life and disease trajectories and in some cases providing explanations for the desire to hasten death as a consequence of their former lifestyle.
The main motivations for the desire to hasten death were grouped around the themes self-determination, agony, time, secureness, and attitudes toward death. In the evaluation of interviews with palliative care patients who had made a statement or request to hasten death, several hypotheses emerged, related to the core category of time:
1. Patients are involved in an active process of constructing the course of disease. The sense of self is modified by this process; 2. Patients try to balance life time and anticipated agony. In this balancing act, the perception of time is distressing; 3. Anticipated images of agony and suffering in the dying process occur frequently. Patients experience them as intrusive; 4. The desire to hasten death is an extreme coping strategy for intrusive emotional and cognitive experiences; 5. Patients expressing a desire to hasten death are in need of more information about the dying process. Medical staff providing this information can be supportive in managing the distressing anticipated images of agony; 6. Patients do not perceive their desire to hasten death and the provision of palliative care as mutually exclusive. Caregivers should be able to explore the ideation to hasten death and respect the patient's experience of the disease.
The main motivations found in this study correspond well with other studies on the subject. A systematic review on the reasons for desire to die requests found 35 research studies that met the search terms. 2 Being a burden to others, loss of autonomy, physical symptoms, depression and hopelessness, existential concerns, and fear of the future were the most commonly named reasons. However, most of these studies reported on patients' opinions about why they may have a desire for hastened death in the future or about family members or health-care professionals' opinions of patients' reasons. Only eight studies, none of them from Europe, provided reasons from patients who had made a desire to die statement. The main reasons in these studies were being a burden to others (included in the theme of self-determination in this study), physical symptoms (included in the theme agony), and fear of the future (included in the theme time).
Time emerged as the core category in the evaluation of our study. All themes were interwoven with expressions related to time. Our results demonstrated that anticipated agony, and not the suffering patients experience right now, seemed more prominent in the generation of the desire to die. This fits well with the review of Hudson et al. 2 reporting that psychosocial and existential factors were common than those directly related to physical symptoms such as pain. Concerns about future distress were specifically listed as major reasons for desiring death in a study in Japanese 21 and US 22 cancer patients. In a nationwide survey in France, palliative care teams also reported physical symptoms such as pain only in a small minority of cases as the reason for the desire to die but much more often difficulties with feeding, movement, excretion, or other signs of deteriorating body functions. 23 A more recent qualitative review on the meaning and motivation for the wish to hasten death in patients with chronic illness or advanced disease interpreted results from seven studies and found six emerging themes: response to physical, psychological, spiritual suffering; loss of self; fear of dying; the desire to live but not in this way; a way of ending suffering; or control over one's life. 1 Two of the studies included in this review had used Grounded Theory as methodology. 24, 25 The authors developed an explanatory model which showed the wish to hasten death to be a reactive phenomenon in response to multidimensional suffering rather than any single aspect of suffering. The main factors in the model were total suffering, loss of self, and fear, which again correspond well to the themes of self-determination, agony, and time we found in our evaluation.
Both reviews included studies from the United States, Canada, Australia, and Asia but no studies from Europe. Only recently has a Swiss report described the intentions and motivations of a wish to die in patients with terminal cancer. 26, 27 However, the authors included patients with and without a wish to die, and there is no information how many patients of the study sample did explicitly request hastened death. The authors describe a wide range of nine different intentions (ranging from the will to live to acting toward dying) and a similar range of motivations, including different reasons, meanings, and functions of the wish to die, including being an example to other on how to die, spare others the burden of oneself, re-establishing agency, or manipulation. The main themes self-determination, agony, and time are represented by analogous meanings in the Swiss study. Differences in the legislation between Switzerland and Germany did not seem to make a fundamental difference on the motivations of the patients. Only for one of the nine meanings (preserve self-determination), it is mentioned explicitly that all four patients in this group were members of a right-to-die organization. In our study, only one patient was a member of such an organization.
Our report on motivations of patients with the desire to hasten death confirms the international findings, including the Swiss study. In addition, we present information on the patient's expectations toward the medical care providers from a European setting.
In Germany, euthanasia and physician-assisted suicide are penalized. This does not mean that these practices are nonexistent, as there may be a significant number of unreported cases. An anonymous survey comparing six European countries found that physicians reported intentionally hastening death on the explicit request of a patient less frequent in countries where this was not legal (Austria, Denmark, Sweden, and Italy), but the prevalence in these countries still ranged from 1% to 14% of the participating physicians.
However, for countries with no legal options to hasten death, information about patients' expectations toward medical staff when they are expressing a desire to die is missing. Our study clarified that patients needed an offer to talk about their desire to hasten death. Patients seemed to require more attention from medical staff for their desire to hasten death. They did not expect team members to understand their statement as an order to actually hasten their death. Only one patient selected the option to travel to Switzerland and received assisted suicide several weeks after his discharge from the palliative care unit.
We were deeply impressed that all patients claimed that both health and family caregivers tended to ignore or deny their desire to die. This leads to the assumption that it would be very helpful for patients if caregivers would be able to listen to and respect wishes related to hastened death. Without trying to change the desire to hasten death, health professionals should be supportive in managing the distressing anticipated images of agony. The ideation of the desire to die could be understood as an individual measure against psychological distress.
Schwarz 28 has criticized the mechanical repetition of the hospice movement's credo that palliative care neither hastens nor postpones death, which might leave patients feeling alone and misunderstood. She provides an example of a hospice nurse answering "I can't help you with that" and pushing away from the table in response to a desire to hasten death statement. She postulates that medical staff caring for terminally ill patients should encourage patients who ask about all legally and ethically sound palliative options, including those that might hasten death, such as forgoing life-prolonging interventions or refusing food and fluids. However, such advice is often hampered by fear of subsequent allegations of euthanasia or physicianassisted suicide. 29 The need for careful and ongoing communication with health professionals who are skilled in therapeutic communication is emphasized in the recommendations of Hudson et al. 30 A two-phase approach is recommended, with health professionals taking time to explore the background to the desire to die statement first (phase 1) before offering strategies or providing detailed information (phase 2). This approach should convey empathy for the patient's distress. Using this approach, health professionals may find it easier to determine whether a desire to die statement is about a request for hastened death, a sign of psychosocial distress, or merely a passing comment that is not intended to be heard literally as a death wish. This is confirmed by the model developed in the meta-ethnography by Monforte-Royo et al., 1 which found the wish to hasten death to have different meanings, which do not necessarily imply a genuine wish to hasten one's death.
Hudson et al. also clarify that where relevant, referral to health professionals who specialize in management of psychosocial distress is necessary. This is even more important as psychiatric disorders should not be overlooked in this patient group. Cancer patients with a high wish to hasten death were significantly more likely to have a current (or past) major depressive episode compared to patients with no such wish. 31 However, the desire to die is not simply a feature of depression in terminally ill patients. In a study on motor neuron disease, patients who hastened dying reported a reduction in suffering and increased perception of control over the disease in the final weeks of life. 32 Our study results also suggest that patients need more information on the dying process, as the patients anticipated dying in agony, with little information on palliative care options, but also much uncertainty about the end of life at the same time. It would be important to understand whether the provision of knowledge about the dying process could cause anxiety and despair in these vulnerable patients or rather would provide a sense of security and trust. This kind of psychosocial symptom management could stabilize patients in the present instead of letting them linger with anticipated agony in the future. Hudson et al. 30 emphasize that the provision of comprehensive information about what to expect in the future promotes psychological well-being, but no research on this topic is available.
The desire to hasten death may be used by patients to maintain control against the anticipated agony. Patients did not feel that their desire to hasten death and the provision of palliative care were mutually exclusive. They expected medical caregivers to listen to and respect their experiences. Research is needed on interventions to improve communication, diminish psychological distress, and foster the sense of self-determination in these patients.
